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Abstract 
Prenatal diagnosis remains an integral part of antenatal care.  A small percentage of 
parents will be given a prenatal diagnosis of spina bifida or hydrocephalus. The current 
study aims to gain an understanding of the perspectives of those parents provided with 
such a diagnosis.  Qualitative interviews were conducted with fifteen parents who learned 
of their unborn child's Spina Bifida and/or Hydrocephalus in the prenatal period.  The 
interviewer asked parents who had received a diagnosis within seven years about their 
experiences of receiving a prenatal diagnosis; their decision to continue with their 
pregnancy; and their experience of coping throughout the remainder of the antenatal 
period.  The paper explicates parents' recollection of their immediate reactions and 
prenatal coping.  Common themes identified in parents' emotional reactions included 
shock and distress at the diagnosis of their unborn child's Spina Bifida or Hydrocephalus, 
and subsequent ambivalence between hope and fear.  Parents reported often finding it 
difficult to gather and understand information about their unborn child's diagnosis and 
prognosis.  Interactions with various medical professionals were experienced as either 
unhelpful or supportive, with both professionals' personal manner and level of expertise 
being influential on parent's recollection of their experience.  Spouses were the most 
common source of social and emotional support, although family and friends, disability 
networks and spiritual experiences were also important for many parents.  The current 
study has implications for professionals who provide support to parents during the 
prenatal period.  Future research needs to further explore the common and unique issues 
for parents living in both urban and rural areas.   
Parents' Experiences of the Prenatal Diagnosis of Spina Bifida or Hydrocephalus 
 
Prenatal diagnosis has become an integral part of modern antenatal care with the 
refinement of ultrasound and amniocentesis in the early 1970's.  A survey of relevant 
journals reveals the continued explosion of research and clinical trials in an attempt to 
more accurately identify an increasing range of foetal conditions earlier in the pregnancy. 
In response, there has also been a great deal of * discussion about the inevitable ethical 
implications of increased knowledge and power to influence life.  However, there has 
been a relative paucity of input from those directly affected by prenatal diagnosis, that is, 
from parents receiving antenatal care. 
 
Most investigations of parental responses to prenatal diagnosis have focused on 
parents who terminated their pregnancies.  The vast majority of participants in such 
studies have been women, with very little known about men's experiences of prenatal 
diagnosis.  Typically, each study has included parents who have received a variety of 
diagnoses of differing severities. 
 
To address some of the gaps within the literature, the current study focusing on 
parents' experiences of prenatal diagnosis, has the following characteristics: 
1. Its focus is on parents who decided to continue with their pregnancy in spite of 
prenatally diagnosed impairment. 
2. It explores both responses to the diagnosis initially, and throughout the remainder 
of the pregnancy, 
3. It includes parents receiving one of either two specific and often closely aligned, 
diagnoses; the first investigation of its type focusing on spina bifida and hydrocephalus. 
 
The aim of the current study is to explore parents' recollections of their responses and 
decision making following the prenatal diagnosis of Spina Bifida and/or Hydrocephalus.  
The following sections will provide the reader with a background understanding of Spina 
Bifida and Hydrocephalus, the local context of prenatal diagnosis, and relevant findings 
in the literature on parental reactions. 
 
Spina Bifida and Hydrocephalus 
Spina Bifida is one of the most frequently occurring congenital impairments.  It 
develops within the first month of pregnancy when the neural tube fails to close properly.  
The result is damage to the spinal chord and possibly to the brain stem.  The most widely 
recognised functional implication is paralysis and lack of sensation below the level of the 
lesion.  There may also be additional hydrocephalus, bladder and bowel involvement, 
orthopaedic complications, learning difficulties or brainstem abnormalities.  Therefore, as 
the level of lesions and nature of additional impairments vary widely, so too do the 
abilities and disabilities of people with Spina Bifida. 
 
Hydrocephalus is present in approximately eighty percent of babies with Spina Bifida 
(Drugan, Weissman and Evans, 2001), although it may also occur in the absence of Spina 
Bifida.  Hydrocephalus develops when cerebrospinal fluid (CSF) fails to drain from the 
ventricles of a baby's brain.  The subsequent build up of pressure on brain tissue can, but 
does not always result in brain damage. 
 
Prenatal Diagnosis in Queensland 
In order to conceptualise parents’ experiences, it is important to have some 
knowledge of relevant systems and diagnostic technologies.  The current study took place 
in Queensland, Australia.  Queensland has three tertiary centres for prenatal diagnosis.  
Two of these are located in Brisbane, the capital, and the third, the referral centre for 
North Queensland, is in Townsville.  All employ a team of medical and allied health staff 
with varying levels of specialty in foetal medicine. Parents attending smaller facilities in 
regional areas are usually referred to the tertiary centres after a problem as been detected.  
Of the small number of private specialist obstetric personnel, most are also located in the 
State capital, Brisbane.  Working outside of the hospital system, they use referral as a 
way of networking their patients with other relevant professionals. 
 
In Queensland, the vast majority of instances of Spina Bifida are detected through 
either the routine eighteen to twenty week ultrasound, or on later ultrasound scans.  Other 
diagnostic tests are far less commonly employed.  Ultrasounds are conducted by 
sonographers and interpreted by either obstetricians or radiologists.  Genetic counsellors, 
generalist counsellors, gynaecologists and General Practitioners can also be involved in 
diagnosis and after care. 
 
Prenatal Responses to the diagnosis 
It has been widely recognised that the diagnosis of an impairment equates, for 
parents, to the loss of the healthy child that they had expected to give birth to (Statham, 
Solomou and Green, 2002).  Acute grief tends to be viewed as normal in such a situation.  
Therefore, it is not surprising that many investigations have shown that parents' initial 
reactions reflect varying facets of grief.  The diagnosis of an impairment has been 
associated with a sense of shock for women, leading to feelings of helplessness or 
disorientation for some (Helm et al., 1998; Langer and Ringler, 1989; Rothman, 1988).  
Additional reactions include anger, sorrow and disappointment, eating and sleeping 
disorders, feelings of inadequacy and guilt, and a perceived threat to reproductive 
capacity and self-esteem (Hunfeld, Wladimiroff, Passchier, Venema-Van uden, Fets and 
Verhage, 1993; Jorgenson, Uddenberg and Ursing, 1985; Langer and Ringler, 1989; 
Palmer, Spencer, Kushnick, Wiley and Boyer, 1993).  Authors have used terms such as 
"severe mental imbalance", "severe psychological trauma" and "extreme distress" to 
describe the reactions of a significant proportion of women, responding to a prenatal 
diagnosis of an impairment in their unborn offspring. 
 
Parents deciding to continue with their pregnancy seem to be particularly vulnerable 
to experiencing anxiety (Kempt, Davenport, & Pernet, 1998; Madararikan, Tew, & Lari, 
1990; Statham et al., 2000).  Relevant studies have concluded that such anxiety was at its 
greatest during the period when parents were waiting for scans to confirm the diagnosis, 
and provide information about prognosis and options for intervention.  In the absence of a 
clear prognosis, parents tended to be pessimistic in their presumptions. 
 
In the few studies where parents recalled the entirety of their pregnancy or were 
followed up over time, it was evident that grief reactions tended to persist throughout the 
remainder of the pregnancy (Jorgenson et al., 1985; Langer & Ringler, 1989; Rothman, 
1988).  The parents experiencing the most relief from their grief were those who had less 
severe initial reactions (Hunfeld et al., 1993) or who began to look forward to the birth of 
their baby (Palmer et al., 1993). 
 
A few key qualitative investigations have highlighted the effect that interactions with 
medical personnel and experiences within social relationships can have on parents' 
experiences in the prenatal period following the diagnosis of an impairment. 
Parent's Perceptions of Interactions with Medical Professionals 
 
It is artificial to separate parents' reactions from the persona of those delivering the 
"bad news".  Research conducted with medical professionals themselves has shown that 
sub-groups of doctors differed in their attitudes towards prenatal diagnosis and in their 
manner when dealing with parents (Douchard & Renaud, 1997; Marteau, Drake & 
Bobrow, 1994).  Even in antenatal settings where non-directiveness is often portrayed as 
a fundamental attribute of genetic counselling, medical personnel were aware that it is not 
always possible or desirable (Williams, Alderson & Farsides, 2002). 
 
From a review of relevant literature, it is evident that parents have varied experiences 
with medical professionals.  Generally parents appreciated professionals who were both 
technically competent and emotionally empathic (Hunfeld et al., 1999; Schuth, Carck, 
Welhelm, Reisch, 1994).  Parents were grateful for the option of accessing unbiased, up-
to-date information about their baby’s medical condition and prognosis, as well as about 
their options of termination, continuation or adoption.  While in some studies the 
majority of parents were happy with the information and support provided by 
obstetricians and genetic counsellors (Hunfeld et al., 1999; Jorgenson et al., 1985; Palmer 
et al., 1993), other studies have reported mixed results.  While some parents experienced 
medical professionals as being unbiased and non-judgmental, a significant number 
reported interactions with professionals who displayed negative attitudes towards their 
baby's impairment and encouraged termination (Abramsky, Hall, Levitan & Marteau, 
2001; Helm et al., 1998).  In some cases, parents believed that doctors were instrumental 
in decision making (Schuth, et al., 1994).  These observations, when coupled with the 
finding that parents were more likely to continue in post-amnio counselling was provided 
by a clinical geneticist, rather than by an obstetrician (Holmes-Siedle, Ryynanen & 
Lindenbaum, 1987), suggest that medical personnel, despite aiming to be factual and 
non-directive, may play a significant role in influencing parental attitudes and actions. 
 
Social and Emotional Support 
A range of non-medical people impacted on parents' experiences of the diagnostic 
process.  When asked about their supports, parents most frequently named partners, 
although it must be noted that instances of conflict and resentment did occur (Langer & 
Ringler, 1989; Palmer et al., 1993; Rothman, 1988; Schuth et al., 1994).  Particular 
mention was made about the value of having a partner present during the initial 
diagnostic session to provide emotional support, ask questions and assist in retaining 
information.  During the time of decision making and throughout the remainder of the 
pregnancy, parents reportedly also sought support from friends and family, counsellors, 
clergy or support groups for parents of children with similar disabilities.  
 
The current study aimed to explore parents' experiences of receiving a prenatal 
diagnosis of SpinaBifida and/or Hydrocephalus, through exploring personal feelings and 
coping, perceptions of acess to systems and information, contact with medical personnel 
and interactions with significant others.  The goal was to gain an understanding of 
parents’ experiences and to document common and unique experiences of parents. 
 
Method 
Participants 
Participants were recruited through * Spina Bifida and Hydrocephalus Queensland 
(SBH Queensland), the major support organisation within the state.  Letters giving 
information about the study and inviting participation were sent to 89 families of 
children, aged up to 7 years, who have Spina Bifida and/or Hydrocephalus.  Twenty-three 
families responded.  Of these, 10 learned of their child's Spina Bifida after birth and 
consequently were not interviewed.  The final sample comprised parents from 13 families 
who received a prenatal diagnosis of Spina Bifida, Hydrocephalus or both in Queensland 
after 1995. 
 
In 11 cases, only one parent from each family was interviewed.  In the remaining two 
instances, both parents were involved.  The final sample comprised 11 mothers and 4 
fathers. 
 
Materials 
A semi structured interview was developed for data collection with parents.  The first 
section tapped demographic information.  Parents were asked about their family 
backgrounds, family history of Neural Tube Defects, occupation, first language and age 
at their child's diagnosis.  The second section comprised questions about when, where 
and how the diagnosis was made, and whether this occurred in the public or private 
health care system.  Finally, there was a brief investigation of the nature of their child's 
condition, any additional impairments, and resulting disabilities. 
 
The remainder of the interview consisted of open questions addressing five domains: 
background and expectations; experience of prenatal testing; experience of the prenatal 
diagnosis; experience of decision-making and pregnancy; and experience of the child's 
birth. 
 
The aim of the interview was to enable parents to share their pregnancy and 
immediate postnatal experiences as fully as possible.  Even though the current report only 
encompasses responses to questions in the "experience of decision making and 
pregnancy" domain, it was decided to take a broad approach to facilitate future projects 
addressing other qualitative questions. 
 
The nine parents who were in a position to make a decision about whether to continue 
or terminate their pregnancy were asked an open ended question: “Can you tell me about 
the process of making your decision to continue with your pregnancy?”  Parents were 
then asked about their personal reactions, the reactions of significant others, their 
experiences of utilising information and referrals, and their contact with people with 
disabilities.  
 
Procedure 
Interview procedure.  Following the provision of informed consent, parents were 
either interviewed face-to-face or via the phone.  All interviews were audio recorded and 
transcribed at a later date.  Interviews lasted between 45 and 90 minutes.  Audio copies 
were transcribed by the researcher and a research assistant. 
 
Qualitative analysis was based on standard processes utilised in qualitative research 
(McLeod, 1994).  The process followed four steps.  In the first step, transcripts were read 
to gain a holistic understanding of relevant trends.  Each parent's statements were then 
grouped into domains or topic areas.  Thirdly, summaries were created to more succinctly 
express what individual parents said about each topic. The fourth step was based upon a 
qualitative cross-analysis whereby, for each domain, common and unique themes across 
parents' experiences were explicated.  These steps will be described in greater detail in 
the following sections. 
Gaining an overall understanding.  After transcribing interviews, the authors read 
through…  
 
Results 
Participants 
Eleven out of 13 families comprised both biological parents caring for the child with 
Hydrocephalus and/or Spina Bifida and their sibling(s).  There were 2 sole parent 
families, one custodial parent being a mother and the other a father. 
All parents were Australian-born English speakers.  In 9 of the families, at least one 
parent was involved in full-time employment, with the remaining families accessing 
government benefits as a primary source of income.  The 13 children with Spina Bifida or 
hydrocephalus ranged in age from 1-year and 10-months old to 7-years and 1-month old. 
 
At the time of the prenatal diagnosis of their child, parents' ages ranged from 20 to 38 
years, most being in their late 20's.  Nine families utilised the public hospital system, with 
four being private patients.  All diagnoses were initially made through ultrasound.  Six 
families attended tertiary centres or private specialists in Brisbane, while two learned of 
their child's impairment from a non-tertiary Brisbane centre.  The remaining 5 families 
were informed by personnel, who had varying levels of specialisation, based in regional 
locations.  Prenatally, no parent perceived an increased risk of Spina Bifida based on 
family history, although tow families later learned of a significant family pattern. 
 
Eight families were informed antenatally that their baby had Spina Bifida, three that 
their baby had Hydrocephalus, and two that their baby had Spina Bifida and 
hydrocephalus.  Where Spina Bifida was present, lesions were at the sacral or lumbar 
level.  Among those families offered the option of termination, babies' gestational ages 
ranged from sixteen to twenty-two weeks.  In the four cases where termination was not 
possible, gestational ages ranged from twenty-five to thirty-two weeks. 
 
Overview of Qualitative Responses 
This section aims to document and explore the accounts given by all participants 
about their experience of being informed of their child's impairment and throughout the 
remainder of their pregnancies.  As responses were analysed it became evident that 
reactions and experiences fell into four sub-domains: emotional response, information 
gathering, relationship with medical professionals, and social and emotional support.  
These are discussed in terms of parents' initial experiences at the time when they learned 
of their baby's Spina Bifida and/or Hydrocephalus, and ongoing experiences of the 
prenatal period. 
 
Parents' Emotional Responses 
All participants reported initially feeling some level of distress when learning of their 
unborn baby's condition.  They expressed sadness throughout the consultation and in the 
time immediately following.  Some experienced disbelief or an oblivion to the world 
around them.  Parents used phrases such as "a thump in the stomach", "a blur", "the worst 
thing to ever be told" and "the worst feeling in the world".  Their immediate thoughts and 
concerns were generally focused around dismay at having a "sick" child or child with 
"something wrong", feeling sorry for the baby or concerns about their baby's future.  For 
others there was frustration with the technology, personnel or processes involved, with 
parents either becoming angry or wanting to flee the situation.  One parent spoke very 
vividly about her reaction to the physical presence of the ultrasound machine: 
 
“I felt totally invaded.  I was wanting to run out of the room, get that thing off my 
stomach, stop it, I don’t want to know any more…I didn’t want to lie there while they 
were discussing this, that and the other with the thing gliding over my stomach and 
watching it one the monitor.  I wanted just to run a million miles away.” 
 
For most of the parents, a large part of their distress was attributable to the shock of 
learning that their baby had a problem.  Before the diagnosis, parents felt a sense of well-
being about their pregnancy and did not anticipate any problems.  As one parent 
explained: 
 
“We thought we were pretty immune because we weren't that old and we were both 
really healthy and we really looked after ourselves.  We'd had one healthy child 
already.  I remember saying to someone about a week before the scan, `Oh look I was 
really worried about (the first child) but I just know that this baby's ok.' And I was 
just so wrong.” 
 
From another parent: "So we just bowled along for a routine (ultrasound).  Basically 
we were just going to get the pictures really, to see the new baby." Given their 
assumption that their baby would be healthy, parents experienced profound shock at 
learning that their unborn baby had an impairment. 
 
Even for the two parents who had already considered the possibility of having a child 
with a disability and subsequently felt trepidation leading up to their ultrasound 
examinations, learning that their baby had a problem still resulted in distress and 
disillusionment.  One mother, who had experienced recent miscarriages and undertaken 
genetic counselling related to neural tube defects, recalled the feeling of fulfilled dread 
that was vivid for her at the time of the diagnosis: 
 
“And he (the radiologist) said, ‘Oh, well there is an irregularity at the base of the 
spine’.  And we knew then and there exactly what it was.  I was still under such an 
amount of grief, and I had hoped that this one would wash away all of that; when in 
fact, it was going to prove the worst nightmare of my life.  It just wouldn't stop.  
Whereas I knew at the other point I could get over them at some point, whereas this 
one would go on.” 
 
This reaction, although not involving shock, was no less intense than other parents' 
experiences of receiving a totally unexpected diagnosis. 
 
Ongoing Responses 
The intensity and length of shock and grief responses varied from parent to parent.  A 
few parents reported that, for them, the most stressful time was within the first hour to the 
first week of receiving the diagnosis.  Although they recalled feeling some concerns 
throughout the remainder of the pregnancy, feelings of strength and hope were able to 
predominate.  Parents focused on their child's potential strengths and happiness, despite 
any disabilities.  Parents in this group were the most likely to begin actively planning for 
the future.  The rationale was described as follows: 
 
“Well, whether you're going to do it or not, if you're going to do it, you need to start 
to prepare now.  Don't waste a moment sort of thing.  Prepare yourself for what might 
happen and be ready for it and do the best job you can...” 
 
The latter family designed their house with wheelchair accessibility and laundering 
needs in mind.  Another parent explained her plans: 
 
“We had to plan and get organised  Even little things like, if he had surgery on his 
back, having clothes that open from the back and not the front.  Having a care seat 
that he could lie in when he came out that wouldn’t hurt his back and all those things.  
It’s the one benefit of finding out I think.” 
 
The majority of parents continued to experience ambivalence between hope and fear.  
They felt distress at times and confidence in other instances, as shown by the following 
two accounts: 
 
“You sort of get mixed feelings.  One minute I'm going to have the perfect child and 
the next minute you think oh my God my baby's going to die and have a horrible life 
and I should just give up.’ 
 
 
From another parent: 
“(My baby) would kick like crazy, or move around maybe I should say, maybe he 
wasn't kicking.  And that made me feel good whenever he did that.  If he wasn't 
moving much that day, I felt blue.  If he moved a lot, I felt good.” 
 
Parents continued to function in their everyday lives, yet remained worried and upset.  
Their greatest fears centred around the birth process and shunt operation, risk of further 
pain or injury to the baby or mother, possible intellectual impairment and their child 
being in a wheelchair.  Yet despite their fears, parents maintained some faith that their 
child would be alright.   
“I think I was saying the worst.  If people would ask I suppose I was saying the worst 
that he’ll never walk and that, but I suppose in my heart I knew it wasn’t going to be 
as bad as what they made out.  I sort of felt in my heart that he was still going to be 
alright.” 
 
The remaining couple of parents experienced the second half of their pregnancy as 
traumatising and debilitating. They were upset most of the time, feeling very isolated.  
They neither solicited nor gained consolation and support from those around them. 
 
Common and Unique Themes. 
The most common theme among parents' responses to receiving the prenatal 
diagnosis was that of distress, expressed as feelings of disbelief, sadness, confusion and 
frustration.  Parents also commonly recalled the profound shock of learning the 
unexpected news that their baby had an impairment. It was unusual for parents to have 
seriously considered the possibility that their unborn baby may have a problem, although 
the impact of their fears being confirmed was equally devastating. 
 
Throughout the remainder of the prenatal period, the most frequent response 
expressed by parents was fluctuations between hopes and fears, optimism and pessimism 
about their's and their baby's future.  Smaller numbers of parents were at either extreme.  
A few primarily focused on potential strengths and future planning.  A couple 
experienced inconsolable feelings of fear, isolation or intense loss. 
 
Gathering Information on the Diagnosis and its Implications 
 
Explication of the theme.  Initial information gathering revealed that when parents 
spoke of their experience of trying to understand their baby’s diagnosis and prognosis, 
the overwhelming theme was one of difficulties in gaining comprehensive information.  
Problems in gathering comprehensive, clear, balanced information were a large 
contributor to feelings of distress, confusion and frustration.  The three primary 
hindrances to attaining a satisfactory knowledge base pertained to a lack of clarity of 
initial diagnostic information, subsequent delays in attaining a satisfactory diagnosis, and 
difficulties making sense of the diagnosis.  Each of the three barriers will now be 
explored. 
 
The theme.  Lack of clarity of initial diagnostic information indicated that for the 
majority of parents, the initial diagnostic session did not provide them with clear, 
comprehensive information.  This was particularly the case when either junior staff or 
non-specialist centres were involved.  Often parents perceived that there was a problem, 
but reported that staff either withheld all information or did not directly use the term 
"Spina bifida".  Parents recounted being told of a "problem with the vertebra", "problem 
with your baby's spine" or an "abnormality in the spine and brain".  They were left 
guessing at what the exact nature of the problem may be.  A common assumption was 
that, as the focus of the person conducting the ultrasound was most often on the baby’s 
head, the problem involved some form of brain damage. 
 
Two of the parents first heard the words "Spina Bifida" in the absence of a medical 
professional, resulting in confusion.  For one parent it was by way of a family member: "I 
was talking to my sister-in-law that night and she's saying, `It's not Spina Bifida, is it?' 
and I said, `No, no he never said that.' The second parent learned of her child's condition 
by opening a medical report: "So I ripped open the letter and I saw Spina Bifida.  And I 
actually thought Spina Bifida was Cystic Fibrosis at first." 
 
The information gathering process theme revealed that over half of the parent 
accessed generalised x-ray centres of non-tertiary regional hospitals, rather than one of 
the three major specialist diagnostic centres in the State.  As a result, there was a delay, 
between the time when a foetal abnormality was suspected and a positive diagnosis could 
be given.  Parents perceived this delay, which varied from one hour to 10 days, to be a 
time of great anxiety.  Trepidation was particularly intense when parents found 
themselves in a referral chain, for example, from a local centre to a regional centre to a 
GP, to specialists in the State capital.  One parent recalled: 
“Anyway, we were really worried that there was more that we just didn't know about.  
So that time in between, where we just didn't know, was so stressful.  We were 
pinning all of our hopes on getting a really accurate diagnosis from the specialist.” 
 
Parents' ability to absorb and understand diagnostic information varied.  The parent in 
the best position to take in medical information had extensive prior medical knowledge.  
While, in the hours following the diagnosis most parents were still grappling with trying 
to gain an understanding of the medical facts, she was able to begin considering personal 
and relationship challenges and strengths. 
 
Some parents were able to recall large portions of what they were told about their 
baby's condition.  Others gained a rudimentary understanding, although were unable to 
intergrate more than basic details.  One parent recalled: "When you get told something 
like that (Spina Bifida), the rest of it just goes over your head.  You don't hear anything 
else." From another parent: "It was a blur and you just hear the key negatives and you 
take it from there." 
 
There were two instances where, following a tertiary diagnostic consultation, parents 
retrospective account was that they felt they gained no understanding of their child's 
condition.  For one of the parents, the diagnosis was so vague as to be inconclusive: 
"They said the head was abnormal. It could be a Down's Syndrome child or Spina Bifida 
child or Hydrocephalus child.  They couldn't tell us what."  The other parent believed that 
she left the tertiary consultation with no understanding of the meaning of her baby's 
impairment, and no ideas about what to do next.   
 
Gaining an understanding of the diagnosis and its implications, for many parents, 
became an ongoing process.  Even after Spina Bifida and/or Hydrocephalus were named, 
parents' ability to acquire the information they wanted was limited by how much could be 
anticipated based on ultrasound images. 
 
Although most parents had some confidence in the information provided about the 
location of the lesion and/or extent of Hydrocephalus, there was a realisation that there 
were many facets of their child's future that were not able to be foretold.  Parents were 
unsure if their child would walk, have intellectual impairment or have continence 
complications; the three major concerns that they highlighted.  Participants could also not 
be told how much a myriad of possible associated health problems would impact on 
their's and their child's lives after birth.  The resulting lack of certainty lead to feelings of 
frustration and anxiety.  In response, parents made very different choices about how they 
would approach information gathering throughout the remainder of the pregnancy.  They 
varied widely in the amount and type of post-diagnostic information which they sought 
about their child's condition and its likely implications. 
 
A few parents, speaking about an "avoidance" approach, decided not to gather 
information or make plans for their child's future.  Faced with a barrage of confusing and 
conflicted diagnostic information, rather than trying to anticipate and plan for the future, 
they simply decided to wait and assess the situation when their baby was born.  Among 
these parents, there was a mistrust of medical personnel and technology, as expressed by 
one father as follows: "I guess I had a bit of contempt for their assumption because it 
didn't look definite to me in the picture on the ultrasound.  I was well aware that they 
sometimes make mistakes on ultrasounds." Denial was both a way of trying to avoid the 
fear of the unknown and a means of maintaining hope, as shown by the following 
quotations: 
“We didn't talk to any professional association.  We were so hopeful that there would 
be nothing, that we didn't want to go and make all these contacts and scare ourselves 
because we knew that if she had something it would probably be at the very minor 
end of the Spina Bifida which is what has happened.” 
 
From another parent: “I didn’t know anything about Spina Bifida, although… I didn’t 
really want to know because I’d made the decision to carry this child, I was going to have 
to live with whatever came.”  One mother believed that denial helped her to cope: "So it 
was stressful, but I think the denial helped.  I think your body might just go into a state 
(of denial) to help you cope." Yet taking an avoidance approach did not mean that the 
remainder of the pregnancy was without stress.  Conversely, most of these parents 
experienced the period leading up to their child's birth as a time of great anxiety and 
distress. 
 
 
Several parents were content to gain a general knowledge of Spina Bifida or 
Hydrocephalus and the difficulties that their child may face, but leave more in depth 
research until after their baby was born.  
 
The internet was a very widely used resource.  It allowed parents to guide their own 
search for information *.  The wealth of information available, although sometimes 
daunting, enabled them to focus on particular aspects.  Focus areas included chat groups, 
information about surgical procedures, and personal accounts.  Input from general and 
specialist medical professionals continued to be an important source of information for 
the vast majority of participants.  A few parents had contact with local Spina Bifida and 
Hydrocephalus Associations, with social workers providing additional resources and 
support.  Counsellors, health-related publications and the media provided information for 
a minority of parents. 
 
The remaining few parents wanted very specific information, repeatedly accessing 
written literature and specialist professionals.  Their motivation was to prepare, as much 
as possible, for the range of situations and decisions that could arise.  One parent 
recalled: 
 
I was pretty much wanting to know everything yesterday...  And a lot of doctors even 
said, `Concentrate on having a baby,' because I'd want to know about the catheterising 
and I wanted to be shown that before he was born. And they'd be like, `No, just wait and 
see.  He mightn't even need it yet.' 
 
Another account was as follows: I wanted to know everything that I could, because I'd 
worked with kids with Spina Bifida before, but it wasn't an area of specialty.  (A 
specialist social worker) told me that was really weird, but I really wanted to know as 
much as I could. She said that most parents didn't want to, and that she didn't feel like 
giving them too much info because then they'd start worrying about things that might not 
happen.  But I'd much prefer to know that it was a possibility and just be pleasantly 
surprised when it didn't happen. 
 
For these parents, a grasp of the implications of a worst case scenario held more 
reassurance than the uncertainty with which they were faced. 
 
Common and unique themes. 
 
It was very common for parents to report that initial difficulties in obtaining clear, 
balanced and useful information about their unborn baby's condition and future 
development contributed significantly to their feelings of distress, confusion and 
frustration.  Barriers to initial information gathering frequently cited by parents included 
a lack of clarity of initial diagnostic information, subsequent delays in attaining a 
satisfactory diagnosis, and difficulties making sense of the diagnosis.  The most negative 
experiences, reported by a minority of parents, involved learning of their child's 
impairment in the absence of a medical professional, being involved in a complex and 
time consuming referral chain from rural to tertiary centres, and reportedly leaving the 
initial diagnostic session with no understanding of their child's condition. 
 
A theme of diverse needs and choices most accurately reflects parents' approach to 
information gathering throughout the remainder of the pregnancy.  Due to variations in 
the outcomes for people with Spina Bifida and Hydrocephalus and difficulties in making 
future predictions based on prenatal ultrasounds, most parents were not able to gain 
answers to salient questions about their baby's future level of functioning.  As a result, 
they experienced varying levels of frustration and anxiety.  Responses to such anxiety 
were fairly evenly distributed across three reactions: avoiding seeking out information 
and support; seeking out basic general information about Spina Bifida and/or 
Hydrocephalus, leaving more specific preparation until after their child's birth; or 
extensive information gathering about specific interventions and the full range of their 
child's possible future needs. 
 
Interactions with Medical Professionals 
 
Parents recalled a variety of experiences in their relationships with medical professionals 
involved in making the diagnosis of Spina Bifida.  Most parents spoke very vividly of the 
reaction of medical staff involved early in the process of diagnosis. Some interactions 
were experienced as distressing and generally unhelpful, whereas other staff undoubtedly 
made positive contributions to parents' prenatal experiences.  * For parents who viewed 
their initial experience as being either negative or neutral, there was usually one 
significant professional with whom they developed a positive relationship early in the 
process of diagnosis.  
 
There were certain approaches by doctors which parents found to be particularly helpful. 
 
Parents appreciated the genuine caring of their doctors.  Even a single, brief positive 
encounter remained a treasured memory and had a significant impact on parents' coping.  
One particularly illustrative example follows: 
 
I said, `Doctor, there's something wrong isn't there?' He took me by the hand, he held my 
hand, and he said, `I've got some bad news.  There is something, I can find something.  I 
think the baby's got Spina Bifida.' he just broke it so gently and so nicely.  I mean, how 
many doctors sit and hold your hand? 
 
Although parents sought medical expertise, most were satisfied if their practitioner 
sensitively explained a diagnosis as clearly and honestly as possible.  The most useful 
descriptions seemed to include what could be seen, what might be inferred, and what 
would remain unknown.  Although parents continued to be frustrated at the ambiguity of 
information, they were not hostile toward those practitioners attempting to give 
explanations.  Sentiments were captured by one parent as follows: "Yeah, he answered 
me bluntly and calmly and told me, it looks like this, it looks like that.  He didn't actually 
guarantee that it was.  He was very straightforward, which is what I wanted." 
 
Many parents appreciated it when doctors highlighted any positives in relation to their 
child's condition.  There was particularly a sense of relief and gratitude for those parents 
who had previously been given a worst case scenario and then subsequently received 
some positive news.  The most encouraging prognoses generally centred around the 
baby's having a good chance of being mobile and not having apparent brain damage or, 
where hydrocephalus was detected, of having a shunt implanted to relieve the pressure.  
Two illustrative examples follow: 
 
They (radiology staff) just said, `Look, if you're going to have a kid with Spina Bifida, 
which you do, this is the one to have.  It's low level.  We can't guarantee that he'll walk, 
but it's a pretty good sign that he will walk.' And just sort of along those lines, they were 
more positive. 
 
My doctor said one thing to me one day which was `It's probably the most compatible 
disability with life, like he hasn't got a mental disability, he's got a physical disability.  It's 
the most compatible with life.' And really I should accept that and be grateful that it's not 
a mental disability. Well, it made me think that yes there are a lot of people out there a lot 
worse off than what he is. 
 
Highlighting possible strengths did not mean that staff did not address possible 
challenges.  Parents were frequently told that there may be additional problems which 
were not yet visible.  However, the overall tone was one of highlighting the things that 
the child may be able to do. 
 
Parents were also appreciative of those medical professionals who, after explaining the 
diagnosis to the best of their ability, gave referrals to specialist personnel or settings, for 
example, a tertiary delivery hospital or a neurosurgeon.  This helped parents to feel more 
prepared for the birth and prenatal processes. 
 
Where parents felt a great deal of anger and resentment towards professionals, three 
themes emerged. 
 
The first theme centred around parents' frustration towards professionals who refused to 
give diagnostic information in spite of apparently having the expertise to do so.  
Although parents often showed tolerance towards, and even some empathy with, junior or 
generalist staff faced with giving an ultrasound diagnosis beyond their knowledge base, 
there was hostility towards senior staff who withheld information. One parent recalled 
her fury as follows: 
 
We sat down and the next minute I went in and he (specialist) said to me, `Well, your 
baby's got an abnormality in the spine and in the brain.' And my mind's spinning, my 
head's spinning, and I said, `Well, what does that mean?' And he just said, `Well, I'm not 
at liberty to say.  You'll have to talk to your doctor.  Here's the letter, off you go.' And 
that was it.  And I walked out and I was swearing and cursing and throwing things.  I was 
angry because I thought, how dare they do this scan and not tell me what was going on! 
 
From another parent: "I ended up with about five doctors in the room, and not one of 
them would tell me.  All they would tell me is that, `Yes, there is something wrong.'" 
 
A second theme involved professionals who, when providing information, were 
perceived as being totally insensitive, that is, professionals who used language which was 
seen as callous, negative and pervasive.  For the three parents in this position, the impact 
was devastating, with their memories being vivid and still laden with emotion.  In all 
three instances, the personnel involved were specialists.  Parents believed that it was not 
that professionals had inadequate knowledge about Spina Bifida, but rather that they were 
highly inept at communicating clearly and empathically.  Two accounts appear below: 
 
He (head doctor) said, `Your baby has Spina Bifida.' We didn't know much about it at the 
time. His words were along the lines of, `He'll never walk.  He's got fluid on the brain, so 
he'll be brain damaged.  He'll basically be a vegetable.' He then sort of said, `It's 
sometimes called the curse of the Celts, see you later.' 
 
He (specialist) came in and took one look and said, `Yes you're right.' And he turned to 
me and the words that came out of his mouth were, `This foetus has Spina Bifida.  If I 
were you I'd terminate because it's going to be crippled.' And then he just got up and 
walked out...  I was angry with the specialist.  I thought how can anybody who deals with 
women day in day out doing this sort of thing be so cold and hurtful? 
 
* 
 
Another frustration, particularly expressed by two mothers, was the failure of medical 
professionals to follow up on requests for referrals to other medical professionals for 
further information.  One of the parents asked five times to be referred elsewhere, while 
the other parent recalled: "I said, `I want to see a pediatrician to discuss this and find out 
more about what this condition entails.' He (the gynaecologist) said, `Oh, well there's no 
need to really.' He never set it up." 
 
Despite some initial negative experiences, many parents gained support from ongoing 
relationships with medical professionals throughout the remainder of the pregnancy.  
Personal obstetricians and medical practitioners played a particularly significant role in 
that they often had more intimate relationships with their patients and offered ongoing 
information and support throughout the duration of the pregnancy. 
 
Common and unique themes. 
 
Most parents vividly recalled interactions with medical personnel encountered when 
learning of their baby's impairment.  Interactions which had the most profound impact on 
parents' coping were remembered as being either supportive or unhelpful, with more 
neutral interactions not dwelled upon.  Just under half of the parents recalled affirming 
and encouraging interactions at the time of the initial diagnosis, with the vast majority of 
parents seeking out supportive doctors during the remainder of their pregnancy. Facets of 
professionals' conduct appreciated by parents included a caring and sensitive demeanour, 
a clear and honest explanation of what was and wasn't known about their child's 
impairment, an acknowledgement of their child's potential strengths and capabilities, and 
referral to other professionals who could provide additional expertise.  
 
About the same number of parents, just under half, experienced distress attributable to 
interactions with professionals during the initial diagnostic session.  Doctors were 
perceived as being unhelpful when they purposefully withheld information, presented the 
diagnosis in a negative manner * and without sensitivity, or were unwilling to provide 
referrals to other professionals. 
 
Social and emotional support 
 
 
Almost all parents had a significant other present during diagnostic consultations.  
Spouses, parents and siblings provided emotional support, asked questions and were able 
to take in information when shock and distress prevented parents themselves from doing 
so.  Where spouses were unable to be present, the process of informing their partner was 
remembered as a traumatic experience by most parents.  The exception was a parent 
whose doctor assisted in providing information to her partner within hours of the 
diagnosis. 
 
As their pregnancy progressed, most parents turned to partners, friends, acquaintances, 
professional contacts and spiritual sources in their attempts to gain support.  Parents 
became strategic in utilising those approaches and resources which provided 
encouragement and facilitated hope. 
 
Spouses were revealed as being either supportive or distant.  In many cases, although not 
universally, husbands provided invaluable support throughout the second half of the 
pregnancy.  Mothers commented on their appreciation of their spouses' abilities to stay 
calm, gather information, and remain positive and optimistic.  One mother lovingly 
recalled: "My husband is a tower of strength.  He's one that doesn't panic until we need to 
panic." The three interviews involving fathers revealed a similar theme of males having a 
relatively more practical and optimistic disposition. 
 
In three cases, women recalled that their husbands remained emotionally distant during 
the pregnancy, for example, not sharing feelings or touching their stomach.  Women's 
responses ranged from an understanding of a man's lack of physical connectedness to the 
baby to feelings of hurt and isolation. 
 
Parents had differing levels of contact with, and closeness to, family members and 
friends.  All parents spoke about experiences with family members, although only a few 
mentioned contacts with friends. While many families shared close bonds, a few 
participants did not feel connections with certain family members.  In the few instances 
where friendships were mentioned, these contacts varied from work acquaintanceships to 
long-standing personal relationships.  Parents reported that family members and friends 
varied in their capacity to give support. 
Every parent interviewed could recall at least one instance where a friend or family 
member made a positive impact during the latter half of their pregnancy.  For example, 
from one parent: 
 
We went to visit my Dad and talked about it all week, and he was just great.  He was very 
supportive and said, `You can do this.' He was very calm about things and was always 
supportive and positive. I thought that he really helped us then. 
 
This example is illustrative of the approaches which parents generally found to be 
helpful: calm, supportive and encouraging. 
 
However, most parents had an experience of being dismayed when a friend or family 
member made gloomy predictions about their child's or family's future.  In response, 
parents learned to become strategic in who they told and what level of information they 
shared. * They tended to move away from relationships which were unsupportive. 
* 
Some parents developed disability focused support networks.  Professional agencies, 
disabled role models and families in similar positions provided comradeship and 
inspiration.  When reflecting on her contact with one little girl who had Spina Bifida, a 
parent recalled: It was nice because you end up just thinking that you're having a Spina 
Bifida.  You don't end up thinking that you're having a baby.  It was really nice to see this 
beautiful little girl.  I remember saying to (my husband) on the way home, `Well, if our 
baby's half as cute as her, we should be very happy, very fulfilled parents.' 
 
Spirituality. 
 
A number of parents gained emotional comfort through prayer and spirituality.  The two 
parents who spoke most vividly about this experience portrayed a sense of acceptance 
and affirmation. One parent recalled: 
We're Christians so we prayed about it.  We did not have a feeling that we should 
pray for her to come out normal, which sounds weird.  But we prayed that she'd come out 
glorifying God, and that's what she did. 
 
From the second parent: 
Oh I was very scared, but you know inside me I knew, I had this feeling somehow, it's a 
really bizarre sort of feeling and probably quite selfish, I had this feeling that it was quite 
a special thing to be chosen for.  I guess it awakened a bit of spirituality in me in that 
there was an occasion to rise to, if ever there was one you know. 
 
Common and unique themes. 
Parents commonly spoke of their appreciation at having their spouse or other family 
members present during the initial diagnostic session.  Informing significant others 
outside the medical consultation was generally remembered as an emotionally difficult 
experience, given parents' own shock and difficulties comprehending medical 
information. 
Throughout the prenatal period, parents accessed social and emotional supports in 
such a way as to gain support and minimise opposition or criticism.  Spouses were 
usually positive and helpful, although a significant minority of husbands remained distant 
from their partners and unborn babies.  The vast majority of parents spoke of interactions, 
mostly encouraging but occasionally disparaging, with family members.  Overall, 
contacts with friends had a less salient impact.  Although disability-focused networks and 
spiritual experiences were mentioned by under half of the parents, these played a major 
role in facilitating acceptance and hope. 
 
Discussion 
General Overview 
The aim of the current study was to explore parents' experiences of receiving a prenatal 
diagnosis of Spina Bifida and/or Hydrocephalus, and their experience of coping 
throughout the remainder of their pregnancy.  In discussing findings and their 
implications, focus will be on three areas: how parents' experiences parallel those of other 
parents involved in previous studies; unique contributions of the current study; and broad 
implications for human service and medical staff working within the field.  
 
Parents' emotional responses. 
Parents generally experienced shock and distress at the time when they learned of their 
unborn baby's impairment. Such a finding further consolidates previous studies of 
experiences of other groups of parents, and strengthens the assertion that acute grief is the 
"normal" response to the prenatal diagnosis of an impairment (Statham et al., 2000).  * 
 
The current study raises the recognition that individual parents have qualitatively 
differing experiences throughout the remainder of their pregnancies. For some, the focus 
was on planning and maintaining optimism.  Others reported being emotionally 
traumatised with debilitating grief and anxiety.  Many experienced a great deal of 
ambivalence between hope and fear.  
 
Those working in antenatal roles need to respect parents' highly personal reactions as a 
valid way of coping with a diagnosis which is unexpected, possibly unclear, and with a 
whole range of potential outcomes. 
 
Fathers recalled their experience as being more practically oriented and with stronger 
feelings of optimism than did mothers.  More research is needed to clarify men's 
experiences and needs, both as individuals and as a group. 
Gathering information on the diagnosis and its implications. 
Information gathering had a significant impact on parents' prenatal experiences.  A lack 
of clarity of explanations when a problem was detected, subsequent delays in gaining 
clarity, and difficulties in comprehending information were a major contributor to 
parents' distress.  These findings support other studies which have concluded that parents 
benefit most from receiving clear, balanced, up-to-date written and verbal information, 
with follow-up appointments for further clarification (Helm et al., 1998; Statham et al., 
2000; Schuth, et al., 1994).  However, there are two facets of the current study which 
have made parents' expressions of distress particularly poignant: diagnosis via ultrasound 
technology; and the impact of accessing non-tertiary services in rural areas. 
 
Firstly, while many previous qualitative studies have involved examinations of the impact 
of the diagnosis of chromosomal anomalies detected via amniocentesis, parents in the 
current study received an ultrasound diagnosis.  The ability of ultrasound to detect Spina 
Bifida has been found to vary widely from thirty-three to one hundred percent sensitivity 
(Boyd, et al., 2000; Vos, Offringa, Bilardo, Lijmer & Barth, 2000), although 
Hydrocephalus is more easily diagnosed.  Therefore it is not surprising that diagnostic 
and prognostic information was often experienced by parents as being tentative and 
incomplete.  As the focus shifts towards using ultrasounds to detect "soft markers" of an 
impairment earlier in the pregnancy, it is probable that the ambiguity of information 
given to parents will increase (Steinhorn, 1998). For example, Spina Bifida may be 
suspected due to "head signs", but with the spine not clearly visible, the exact location of 
the lesion may be unknown (Bernard, Suarez, Rambaud, Muller & Pille, 1997; Drugan et 
al., 2001; Sebire, Noble, Thorpe-Beeston, Snijders & Nicolaides, 1997). Those providing 
medical and counselling services need to be aware of the potential fear and confusion that 
parents' may experience in response to an unclear ultrasound diagnosis. 
 
Secondly, whereas most studies have targeted participant samples recruited through 
tertiary diagnostic centres, parents interviewed in the current study were from both urban 
and rural areas.  In general, parents from rural areas or urban non-tertiary centres reported 
the most delays and incongruities experienced when trying to gain a diagnosis and 
prognosis.  Perhaps one explanation is the finding that ultrasounds are far more effective 
when performed in specialist tertiary care, rather than non-tertiary care settings 
(Vintzileos, Ananth, Smulian, Beazoglou & Knuppil, 2000).  Tertiary centres generally 
have sophisticated technology and employ staff specialising in fetal medicine who are 
experienced in interpreting and communicating ultrasound findings.  Recent 
developments in video conferencing technology should, over time, reduce delays in 
accessing tertiary centres.  In the interim, professionals need to be realistic about their 
own levels of expertise and arrange referrals to appropriate personnel as quickly as 
possible. 
 
As their pregnancy progressed, parents clearly wanted different levels of information and 
contact with support agencies.  Gaining accurate diagnostic information was clearly 
important in the initial few days.  However, there were some parents who actively 
decided not to pursue further investigations.  Professionals need to recognise that both 
avoidance and active problem solving are valid ways of coping for parents. 
Interactions with medical professionals. 
 
Interactions with medical professionals, especially those occurring early in the diagnostic 
period, were vividly recalled by parents.  Words or gestures seen as either offensive or 
encouraging were particularly salient.  The variation in the expertise and personal manner 
of medical staff parallels that reported in previous research (Abramsky, et al., 2001; Helm 
et al., 1998).  Parents appreciated staff who were sensitive, honest, optimistic and willing 
to make referrals.  They resented personnel who they perceived as purposefully 
withholding information, used callous and negative descriptions, or were reluctant to 
make referrals to other knowledgeable personnel. 
 
The current study supports previous research concluding that the nature of interactions 
with medical personnel can have a profound impact on parents' coping (Schuth, et al., 
1994).  One somewhat novel observation from the current study is parents' ability to 
effectively use positive interactions to gain support.  For some parents, even in the face of 
disparaging encounters with medical staff, a single positive experience became a 
cornerstone for coping; others built ongoing supportive relationships.  Professionals, 
whether in brief or long-term contact with parents, need to be aware of their potential to 
have a major impact on parents' pregnancy experiences. 
 
Social and emotional support. 
Given the shock and enormity of the news of their baby's impairment, most parents 
valued support from others both at the time of diagnosis and throughout the remainder of 
their pregnancy.  Parents firstly looked to their partners for support.  Paralleling findings 
in the existing literature (Langer & Ringler, 1989; Rothman, 1988), it was obvious that 
most partners took a sensitive and caring approach to giving and receiving support, 
although there were instances of conflict and feelings of isolation.  Similarly, family 
members and, to a lesser extent friends, influenced parents' pregnancy experiences. These 
significant others showed varying reactions and ability to provide support.  Although 
accessed less frequently, disability related networks generally provided valuable 
encouragement. 
 
One relatively unique observation from the current study was parents' adeptness at 
seeking support from those who were most likely to provide it, and using such support as 
a buffer against more negative reactions. The current study also highlights parents' ability 
to gain strength and hope from spiritual beliefs.  The data suggests that the challenge for 
professionals is to facilitate parents' developing their own support networks and inner 
strengths, while assisting them to deal with any instances of opposition or 
misunderstanding by others. 
 
The current research highlights the diversity of reactions of parents receiving a prenatal 
diagnoses of Spina Bifida and/or Hydrocephalus.  Interviews conducted with parents 
living in rural areas point to the unique experiences of parents who are unable to 
immediately access tertiary diagnostic centres.  Future research is needed to further 
explore the experiences and needs of parents living in non-urban regions. 
 
Given the complex nature of modern Australian families, studies need to include men, as 
well as significant others in the lives of mothers and their unborn babies.  In addition, 
speaking with parents closer to the time of diagnosis, rather than relying on their 
retrospective recall of events, may provide a different, possibly more accurate, 
perspective on their emotional reactions. 
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